Abstract Despite the disproportionate underuse of genetic counseling and testing for BRCA1/2 (BRCA)-associated hereditary breast and ovarian cancer (HBOC) risk among Latinas, little is known about the associated barriers and facilitators. We conducted in-depth qualitative interviews with 20 at-risk Latina women from diverse backgrounds. Eligible women were diagnosed with breast cancer <50 years, with or without a family history of breast and/or ovarian cancer (>1 first-degree relative diagnosed <50 years). All interviews were conducted in Spanish, audio recorded, transcribed, and translated into English. Two bilingual coders used thematic analyses to identify 7 main themes. Results revealed very low levels of awareness and knowledge about HBOC and BRCA genetic counseling. Interestingly, for most Latinas, competing life demands and cultural concerns (fatalismo and destino) did not strongly influence personal beliefs about genetic counseling. In addition, older women were equally as interested in education, cancer prevention, and BRCA genetic counseling as younger women. These findings suggest that Latinas, regardless of age, increasingly acknowledge and prioritize their own health. Women reported their main motivator to undergo counseling was concern about family members' cancer risks. Main barriers included financial and insurance concerns, and lack of awareness about genetic services. Investigating the beliefs and attitudes of diverse populations of Latinas at risk for HBOC reveals logistical barriers to BRCA genetic counseling uptake within this underrepresented community. Efforts are needed to provide at-risk Latina breast cancer survivors' knowledge of and access to genetic counseling and testing based on risk status and Latinas' increasing responsiveness and uptake of these services.
Introduction
Approximately 57 million Latinos live in the United States, accounting for 18% of the total population. This percentage is estimated to reach 29% by 2060, making Latinos the nation's fastest-growing and largest ethnic or racial minority that will significantly shape the health needs of the US population in the future (US Census Bureau 2015) .
The terms Hispanic and Latino/Latina are often used synonymously. For the scope of this manuscript, we use the term Latina, first because we are studying a group of women, and second because Latinas share their origins and cultural traditions in Latin America: the geographic area that encompasses Mexico, the Caribbean, and Central and South America.
Breast cancer is the most commonly diagnosed cancer and leading cause of cancer death among Latinas living in the U.S (American Cancer Society 2015) . Latinas are diagnosed with breast cancer at younger ages and present with more advanced stages of the disease, manifesting larger and more poorly differentiated tumors than non-Latina white women. (Chen and Li 2015; Banegas and Li 2012; Banegas et al. 2014; Lantz et al. 2006; Lynce et al. 2016; Ooi et al. 2011) . Latinas are also diagnosed with more triple negative disease (Lara-Medina et al. 2011 ) and more hormone receptor negative tumors (Lagos-Jaramillo et al. 2011; Ooi et al. 2011) , both of which are associated with a poorer prognosis and a greater risk of mortality regardless of stage of disease (Dunnwald et al. 2007 ). Due to these differences in tumor pathogenicity, Latinas are 30% more likely to die of breast cancer than non-Latina white women even after controlling for equal access to health care services (Watlington et al. 2007) .
A significant proportion of Latina women with breast cancer have pathogenic variants in one of the two major breast cancer susceptibility genes, BRCA1 or BRCA2 (BRCA). In one of the largest studies to date of Latina breast cancer patients, prevalence of BRCA mutations was as high as 25%, suggesting that Latinas diagnosed with breast or ovarian cancer may carry BRCA mutations at higher rates than comparable nonAshkenazi Jewish women (Weitzel et al. 2013) . A second study assessing the prevalence of pathogenic BRCA1 mutation carriers among five US racial/ethnic groups showed the highest rates to be among Latinas, at 3.5% (John et al. 2007) .
Identifying BRCA mutations is important not only because Latina breast cancer survivors face increased risks for a second breast cancer and ovarian cancer, but there are also significant implications for their relatives, especially sisters and daughters. It is optimal to initiate testing within a family by offering genetic counseling and testing for BRCA mutations first to a patient affected with breast or ovarian cancer, and then if a harmful mutation is found, to extend testing to at-risk relatives (NCCN 2017) . The United States Preventive Services Task Force recommends that women without cancer who are at-risk for carrying a BRCA mutation undergo genetic counseling as a prerequisite to testing in order to guide risk management decisions (ASCO Policy Statement 2015; Nelson et al. 2005; USPSTF 2013) . Prior research with primarily non-Latina white women has found that within 5 years of genetic testing, more than 80% of BRCA carriers with breast and/or ovarian cancer elect to have risk reducing contralateral mastectomy, risk reducing bilateral salpingo-oophorectomy, or both (Schwartz et al. 2012) . These strategies are known to lower the risk of breast cancer by up to 90% (Herrinton et al. 2005; McDonnell et al. 2001; Van Sprundel et al. 2005) and ovarian cancer by 85-90%, respectively (Kauff et al. 2002; Rebbeck et al. 2002) . Risk-reducing bilateral salpingo-oophorectomy is also known to reduce mortality associated with both breast and ovarian cancer (Domchek et al. 2010) .
Unfortunately, evidence from studies with Latina breast cancer survivors in the general population indicates that Latinas diagnosed with invasive breast cancer are less likely to receive recommendations for cancer-directed surgery, more likely to refuse surgery when offered, and less likely to be treated with radiation after undergoing breast-conserving surgery compared to non-Latina whites with breast cancer (Chen and Li 2015) . Given the higher rates of BRCA prevalence and younger age of diagnosis among Latinas with breast cancer, it is also possible that Latinas may not be provided with adequate information from their providers about the potential relevance of BRCA testing at the time of diagnosis and options regarding risk reducing bilateral mastectomy and risk reducing salpingo-oophorectomy.
Likewise, despite the benefits of genetic counseling and testing for hereditary breast and ovarian cancer (HBOC) risk, significant disparities exist in the use of these services between women of non-Latina and Latina descent. While statistics are not available for genetic counseling alone, many studies indicate that awareness and use of genetic testing among Latinas is low (Dean et al. 2015; Gammon et al. 2011; Levy et al. 2011; Lynce et al. 2016; Mai et al. 2014; Pagán et al. 2009 ). In a recent study among at-risk Latina and non-Latina participants who had not previously undergone genetic counseling/testing, 57% of Latinas were unaware of the availability of BRCA testing, with Latina ethnicity the only notable factor associated with lack of awareness (Gammon et al. 2011) .
Despite these established disparities, only a small number of studies have examined factors that influence use or non-use of BRCA genetic counseling among atrisk Latinas at increased risk for HBOC. To our knowledge, only three prior studies have included at-risk Latinas who had not previously undergone BRCA genetic counseling (Sussner et al. 2010 (Sussner et al. , 2013 (Sussner et al. , 2015 .
Results from a recent Sussner et al. study conducted among Latinas of predominantly Dominican origin indicated that younger women were more interested in educating themselves about cancer and cancer prevention, and had stronger intentions for pursuing BRCA genetic counseling compared to older women (Sussner et al. 2015) . We are unaware of other studies that have examined age differences in attitudes toward BRCA genetic counseling, including barriers and facilitators, among other subgroups of Latinas. Young breast cancer survivors remain a survivor population which faces unique challenges due to young age at diagnosis, the need for more aggressive treatments, the stress of being diagnosed prematurely with a severe illness, and higher levels of work, home, and child care responsibilities that accompany the family and societal roles of being a young woman (Miedema and Easley 2012; Pronzato et al. 2011) . Even less is known about factors motivating the young, at-risk Latina population to undergo genetic counseling. Evaluation of generational differences in attitudes toward genetic counseling is particularly important among Latinas given that younger women may be less likely to ascribe to traditionally Latino-centered cultural beliefs (e.g. machismo, fatalismo, destino) which could serve as barriers for older women to undergoing genetic counseling (Sussner et al. 2015) .
The research to date investigating barriers to genetic testing/counseling among at-risk Latinas has identified low levels of awareness and knowledge, financial concerns related to the high cost of genetic counseling and testing, and competing family demands leading to lack of time for and prioritization of genetic testing, particularly among women who reported feeling healthy (Gammon et al. 2011; Kinney et al. 2010; Sussner et al. 2010 Sussner et al. , 2013 Sussner et al. , 2015 Thompson et al. 2003; Vadaparampil et al. 2010a, b) . Other barriers to genetic counseling include perceived disadvantages of testing such as a fear of test results, and low levels of acculturation among the Latina population. Acculturation is the adoption of cultural traits and social behaviors of the surrounding culture (Heck et al. 2008; Sussner et al. 2009; Vadaparampil et al. 2006) . Research investigating facilitators for BRCA genetic counseling among Latinas has identified concern for family members and increasing family members' awareness of their cancer risk status. Much of this prior research was conducted with homogeneous subgroups of Latina women who did not have a personal history of breast cancer.
Data concerning perceptions and awareness as well as barriers and facilitators to uptake of genetic counseling among Latinas without a personal history of cancer may not be representative of the beliefs of Latinas most in need of referrals for cancer genetics evaluation-i.e., women diagnosed with breast or ovarian cancer. Remarkably, among Latinas at increased risk for HBOC, those with a personal history of breast cancer had less knowledge about hereditary cancer compared to those unaffected with cancer (Vadaparampil et al. 2010a, b) . Thus, there is a need for research focusing on barriers and facilitators to the use of genetic counseling among Latinas representative of the referral population, namely Latina breast cancer survivors.
Purpose of the Present Study
Given the heterogeneity of the Latino population, there is a need to explore factors influencing uptake of BRCA genetic counseling among diverse subethnicities of Latinas (Quinn et al. 2011 ). The present study uses a qualitative approach to elicit perspectives about genetic risk for breast cancer and BRCA genetic counseling from Latina breast cancer survivors of diverse backgrounds and to compare responses between at-risk Latina women under and over age 50 years. Qualitative work is important at this stage given there is little knowledge about facilitators and barriers to genetic counseling in diverse groups of Latinas and further research is required to generate hypotheses for larger, future studies.
Methods Participants
Twenty Latina women diagnosed with a history of breast cancer were recruited in connection with an on-going parent study conducted in collaboration with a community organization, Nueva Vida. Women were eligible for study participation if they self-identified as Latina, were aged 18 years of age or older, proficient in either English or Spanish, and at an increased risk of hereditary breast and/or ovarian cancer based on a personal diagnosis at a young age (< 45), or a personal diagnosis of breast and/or ovarian cancer above 45 with a family history of breast and/or ovarian cancer (1 or more first degree relatives with breast and/or ovarian cancer). All participants met national guidelines for genetic counseling and consideration of genetic testing for HBOC (NCCN 2017) . Women who had already undergone genetic counseling and/or testing for breast cancer predisposition remained eligible to participate. Exclusion criteria included inability to understand spoken English and/or Spanish or inability to provide informed consent.
The present study involved in-depth, qualitative interviews and a brief quantitative survey. Participants included 10 at-risk Latina women who were currently under age 50, and 10 atrisk Latina women over age 50. Nueva Vida is nonprofit organization located in the Washington, D.C. metropolitan area whose mission is to support and empower Latinas whose lives are affected by cancer by providing access to cancer care, including screening and diagnosis (Nueva Vida).
Participants were recruited primarily from a cancer information session sponsored by Nueva Vida in Alexandria, Virginia. Nueva Vida has a database of over 300 Latina survivors, of whom almost half are women who were diagnosed under the age of 50. Eligible individuals were asked to provide their name and contact information if they were interested in taking part in the present study. Participants were then contacted by telephone within two weeks to describe the study in more detail, answer questions related to the study, and obtain verbal consent. If an eligible participant agreed to participate in an interview, an IRBapproved waiver of written consent was obtained over the phone and a convenient time and place was arranged to conduct the interview in-person (e.g., the participant's home, a mutually agreed upon public space, or offices at Georgetown University or Nueva Vida) or by telephone. In addition to the above recruitment, some participants were identified by word-of-mouth contact, in that participants who had completed the qualitative interview provided contact information to the interviewer of family members or friends who would potentially be eligible to participate in the study and who had agreed to be contacted by the investigator. Such participants acquired through wordof-mouth were contacted by telephone following the same process as described above. All study procedures were approved by Georgetown University's Institutional Review Board.
Procedures
We conducted a qualitative study using one-time, in-person, individual, in-depth interviews to identify facilitators and barriers to BRCA genetic counseling and testing among Latina breast cancer survivors at increased risk for hereditary cancer.
After providing informed consent and prior to the qualitative interview, participants provided responses to sociodemographic questions either in writing or orally. Prior to conducting the interview, participants were then shown a brief, investigator-developed Spanish-language video providing background and information about BRCA mutations and genetic counseling.
1 The video was approximately 4 min and addressed 4 major topics: 1) the relatively high mortality of Latinas with breast cancer; 2) how genetic traits are transferred from parent to offspring through genes; 3) the role of the BRCA genes in HBOC; 4) the purpose of genetic counseling and testing. Participants who completed telephone interviews were asked if they had access to the internet to watch the video. The video transcript was read aloud to those participants who were unable to watch the video.
We obtained all participants' permission to audiotape the interview. Interviews were conducted in person by a bilingual interviewer in the language of the participants' preference (either Spanish or English). Interviews took between 45 and 60 min to complete. Interviews elicited women's: 1) awareness of risk factors for hereditary breast and ovarian cancer, and 2) awareness, knowledge, and concerns about BRCA genetic counseling. Participants were notified they could choose to skip any questions they did not want to answer and that all of their information would be kept confidential.
Instrumentation

Sociodemographics
Pertinent demographic information obtained from participants included age, marital status, employment, number of children, primary language, income, education level, insurance, nativity/country of origin, parent's nativity, breast/ovarian cancer personal and family history, and prior genetic counseling/testing for HBOC.
In-Depth Individual Interview
We developed the interview guide in the present study based on existing literature (Giacomini et al. 2000a, b) . Questions were designed to explore: 1) awareness of risk factors for hereditary breast and ovarian cancer, 2) knowledge about genetic counseling for HBOC, 3) personal barriers and facilitators to genetic counseling for HBOC, and 4) Latina's barriers and facilitators to genetic counseling for HBOC. The interview included open-ended questions and used prompts and probes to inquire deeper into participants' responses when necessary.
Data Analysis
We used thematic content analysis to analyze the qualitative data in this study (Giacomini et al. 2000a, b; Pope et al. 2000) . We transcribed the audiorecorded interviews in Spanish and translated into English when applicable. We read the transcripts multiple times and listened to the tapes, paying particular attention to expressions, tone of voice and other verbal mannerisms to get an overall sense of key issues and identify recurring themes and subthemes. Two bilingual coders, NR and JM, were responsible for independently reading, reviewing and manually analyzing the transcripts. Coders reviewed and coded each transcript for themes; segments of text were labeled with codes, and quotes were categorized and evaluated for identified themes and categories. Codes were drawn from the literature on attitudes toward genetic services in racial and ethnic minorities as well as from new themes that emerged directly from the transcripts. Coders each coded 2-3 transcripts and then met to discuss the identified themes, resolving differences and revising codes as appropriate. Coders developed a codebook based on agreement between the two analysts. Following independent coding, we discussed any inconsistencies in coding with all members of the research team. Themes were organized into tables to summarize for data display.
Results
Socio-Demographics
Baseline sociodemographic characteristics of study participants are reported in Table 1 . Meeting the target sample size for this study, NR completed a total of 20 in-depth interviews in person (n = 13, M = 56 min) and over the phone (n = 7, M = 46 min). All interviews were conducted in Spanish.
Themes and Sub-Themes
The two coders identified 7 major themes: (1) Staying healthy; (2) Knowledge about familial risk for breast cancer; (3) Knowledge about BRCA genetic counseling; (4) Perceived benefits of BRCA genetic counseling; (5) Perceived barriers of BRCA genetic counseling; (6) Influence of previous interactions with the healthcare system; (7) Suggestions to increase the use of BRCA genetic counseling. The major themes and subthemes are presented below, along with exemplar quotations (translated into English). Additional quotations representing each theme and subtheme are presented in Tables 2, 3 , 4, 5, 6, 7 and 8. Within the 7 main themes, we identified 6 subthemes related to barriers and benefits of genetic counseling/testing. Subthemes related to benefits included (1) Communication of risk to family members and (2) Selfcare, individual empowerment and informed decision-making. Subthemes related to barriers included (1) Cost/lack of insurance coverage; (2) Language barrier; (3) Lack of awareness and (4) Cultural concerns. In contrast to prior research, we did not observe differences in responses based on age.
Theme 1: Staying Healthy. See Table 2 We asked participants to discuss what health means to them and how they stay healthy. All participants appeared to highly value their health and identified the influence of lifestyle/diet, positive psychology, regular check-ups, mammograms and self-exams, use of natural remedies and being proactive patients as necessary components to maintaining health. For example, one woman noted, BA person without health is nobody. My health means everything because with health I can work, I can sleep, I can do many things, so it is really fundamental.Ŝ everal participants also expressed a belief in a higher power/ God, and described a change in their attitude towards their health after being diagnosed with breast cancer.
Theme 2: Knowledge about Familial Risk for Breast Cancer. See Table 3 We asked participants about their general understanding about BRCA mutations and genetic risk for breast cancer. Overall, the majority of participants had limited knowledge about BRCA mutations and the risk factors for breast cancer. 19 of 20 women had never heard of the BRCA1 and BRCA2 genes, including seven participants who had received genetic testing through a local university. Most participants seemed to understand that having a family history involving first degree relatives (e.g., a mother or sister) increases their risk of developing cancer; however, several women were unaware that a family cancer history involving second or third degree relatives (e.g., an aunt or cousin) could also confer increased risk. A personal …Health is very important. I know that it means life. You come to this country and you devote yourself to work, work and work and you start to neglect yourself. We don't appreciate our health until something bad happens. …Health is a divine treasure that we have to maintain and conserve because without it we are powerless. …Not having your health is the most horrible thing there is. When you feel sick, you feel helpless, you feel like the world is ending. …A person without health is nobody. My health means everything because with health I can work, I can sleep, I can do many things, so it is really fundamental. …Recently I have stopped eating sugar and flour, I try to eat more vegetables and lean meat like chicken and fish, and less red meat. I have difficulty exercising because of my operations in the last year, but I like to go on long walks. …I watch what I eat, I visit the doctor, I try to sleep eight hours a night and I look after myself the best I can. …I do everything I can to stay well: first, proper alimentation, second, stay positive. Every day upon waking up I tell myself it's another day, it's another life, I am alive. I do the best I can for myself in nourishing myself and staying happy. …I don't live with the thought of cancer…I'm not thinking about it…I live the best I can…because I believe the mind is in sync with the body. …You have to maintain a positive outlook, and never be negative…there are going to be ups and downs, but you have be positive…it's the only way to overcome this illness. …The most important thing is that I feel well, I don't feel weak or ill, this is what I'm always thinking: I had cancer, but now I don't. It's always in my mind. You have to keep in mind that you don't have anything, stay positive and lead your life normally, look after yourself like any other normal person…don't be sad because it's nothing, you're clean. …Getting cancer again is the last thing on my mind. I can't think about it because I don't want to live in constant anxiety. If I start to think that it's going to come back, I might as well not live because I won't stop worrying. I can't be thinking that it's going to come back, it's going to come back because sometimes you can make things a reality by thinking about them. So I don't think about it, I stay positive, I tell myself I'm going to live a long life and I'm going to see my kids grow up and get married. …I was giving myself self-exams regularly, in fact, that's how I discovered the lumps in my breast. …Every three months I visit my family doctor, every three months I visit my oncologist, and now every six months I visit my radiologist. I know I have to be mindful of my health if I want to live longer. …I examine myself almost every day, when I'm in the shower, I raise my arms and check myself, it has become a daily habit.
…I used to use natural remedies but they told me to stop using them when I started chemotherapy, so I don't use them anymore but I know that some people say they work better. …I generally take medicinal herbs, sometimes I take chamomile for my stomach, Linden tea to sleep, and I've heard hibiscus is supposed to be good for the kidneys. …I drink teas from my country, Peru… they're very good for me because they're diuretic, anti-inflammatory and anti-carcinogenic. …I thank God for everything He gives me because I know that He is going to cure me… just the way He gives me cancer, He also has the power to take it away…I put myself in His hands. …I pray to God every day, He gives me strength because it isn't easy to keep going with this kind of illness, with any kind of illness. …I don't think I'm going to get cancer again because I believe in God, my body is fine, and everything is working. …I'm the kind of person who believes in God. I confide in Him and that's how I have peace of mind. I didn't even cry when they told me I had cancer, I
accepted it calmly because I know it's all God's plan. …Before, I never valued drinking lots of water, I drank Coca Cola instead… Today I have learned to value my health more. I used to eat fruits and vegetables, but it was a sporadic habit, these days I am more aware, I eat more fruits and vegetables and I take time to study the nutritional benefits of the food I intake. …of course all of this I have learned after my breast cancer diagnosis…because in the past I didn't take much of an interest in my health. …Now I tell my daughter to eat more fruits, vegetables, and foods that fight cancer, to drink lots of water…things that supposedly help combat cancer. …When I'm out, other women look at me with the bandana on my head and they ask me, did you get cancer? I tell them yes, and I ask them if they've had a mammogram recently. I stress how important it is to get regular mammograms. Out of 5 women, maybe 1 has done it. I have realized this only now. …When you're young, or you don't have any health problems, you eat whatever you feel like, I felt like pork chops so I ate them, I felt like French fries so I ate them, now after what I went through, I try to eat more healthily. I always used to eat salads but now I try to make them more nutritious… when you're faced with a problem or illness, you educate yourself to eat better, more healthily, more vegetables, more fruits. …You can't know when cancer is going to strike, so you have to always be on the defensive and stay ahead of the cancer.
relevance of cancer such as having had a family member affected by cancer appeared to influence their awareness levels about risk factors. For example, one woman noted, BThe day they told me I had cancer, I was reminded of everything that my mom had suffered through because she died of breast cancer…the memory brought tears to my mind.T heme 3: Knowledge about BRCA Genetic Counseling. See Table 4 We asked participants whether they had any knowledge of BRCA genetic counseling before seeing the video, and if so, to describe the purpose of genetic counseling in their own words. No participants had heard about BRCA genetic counseling including those who had received genetic testing. The only participant to be told about the availability of BRCA genetic testing by her healthcare provider had very limited information about its purpose. While some participants had heard about BRCA genetic testing, most could not distinguish between genetic testing and counseling. Additionally, all participants vocalized that they had never been referred to BRCA genetic counseling by their healthcare provider but expressed that having a referral would make them more likely to go for counseling. One woman noted, BIf they had told me, 'Look you're going to get cancer, but if you do this, you won't get it', I would have gone to genetic counseling!^Participants with breast cancer were also asked about their perceived risk of being diagnosed with cancer again, as well as their interest in learning about this risk. The majority of women were unable to articulate their risk of being diagnosed with cancer again; however, almost all expressed a high level of interest in learning more about it. For example, one woman mentioned, BI want to know what my chances of developing cancer are, to be informed… I see that the more I know about my illness, the more intelligent decisions I can make, so I think it is important to learn about my risk.T heme 4: Perceived Benefits of BRCA Genetic Counseling. See Table 5 When asked to describe what they perceived to be the benefits of BRCA genetic counseling, most participants spoke about communication of risk to family members as the main motivating factor to undergo counseling (Subtheme 4.1). Participants expressed the greatest level of concern about the possibility of their children developing cancer, and wanted to …No, I've never heard of BRCA…I've seen videos that talk about it but I don't understand it well…what is it all about? …The little I know is that these genes, BRCA1 and BRCA2 are the ones that come from your parents, right?
…What is a mutation? What kind of exam do I have to do to know if I have BRCA1 or BRCA2? They gave me a genetic test and it came out negative.
…I have never heard of BRCA1 and BRCA2, but I'm not up-to-speed on these things. …If something is genetic it means for example, a boy has his grandmother's eyes, right?
…I never thought I was going to get cancer, the truth is the thought never crossed my mind, and when they gave me my first mammogram they reminded me that my aunt, my mom's sister, had breast cancer and she died. Her daughter, my cousin, also had breast cancer, and she died. It was an aggressive cancer because she was young, only 42 years old. But I always told myself it wasn't a problem because it wasn't my mother or my sister who had cancer, so I wasn't concerned. It was a huge surprise when the biopsy from my mammogram came back positive. …Honestly I don't understand much because I don't know about medicine, but common sense tells me that cancer can be hereditary, and that my risk is higher if I have family members that have had cancer. …They day they told me I had cancer, I was reminded of everything that my mom had suffered through because she died of breast cancer…the memory brought tears to my mind. …I don't know much but what I do know is that I didn't inherit it from my mom. My mom is 94 years old and she is healthier than I am, she doesn't have cancer, she doesn't have diabetes, she doesn't have anything. One of my mom's sisters died of cancer but I think it was pancreatic or something like that…in my family I am the only one who has gone through this. …It impacted me a lot because two people in my family had had breast cancer and they both died from it. It really worried me. …My daughters are very attentive to this sort of thing. My youngest daughter had her uterus taken out to avoid any risk. My eldest daughter lives mindful of her health. …Thank God I have four children, I have my husband, my father who is still alive, and I have always been more or less the head of the family…I don't provide financial support but emotional support, I give advice and I have always been the strongest of the group, so when they diagnosed me it was a huge shock, I asked myself BWhat am I going to do?.
My mother and sisters never had cancer. When I got cancer, I learned that my mother's sister had undergone operations for breast cancer, but I never knew about it. So now I'm trying to do some tests to see if my children can get it. …I have never been referred to a genetic counselor.
…My doctor never mentioned it to me. When I told her I did the genetic test, she was annoyed and she said BWho asked you to do that? What were you thinking? It's very expensive!^So I felt bad because she didn't inform me, and now that I've done the test she feels bad. She would have felt better if she had informed me, if she had told me what to do. …In my case I didn't get counseling but my doctor told me that I needed to get the genetic test due to my family history of cancer on my mother's side so he sent me to get the tests. I never had to get counseling, nobody told me about it, I didn't know anything about it until today. …I don't have the slightest idea whether my cancer will come back. The doctor says he doesn't know either. I'm taking a pill for 5 years…he says there is a chance it can return in 5 years so that's why I'm taking this medicine. …I want to know what my chances of developing cancer are to be informed. These days I am more mature about these things. I see that the more I know about my illness, the more intelligent decisions I can make, so yes I think it is important to learn about my risk. I'm interested in learning about my risk. That's why I go to Nueva Vida, because they guide me, they tell me what can happen, and they remind me I'm not alone, that there are lots of people who are survivors for many years and then their cancer comes back. …Of course I'm interested in learning about my risk, it's only human to always be thinking about the future and what can happen. …I'd like to know the risk I run to have more information, and to have peace of mind. …I don't want to get cancer again, no, not again, not again, I don't think so. With everything you learn you can't be 100% sure of your chances…you always hear stories from your friends who are healthy and well, then one day they go for a check-up and the doctor finds an invasive cancer and you can't help but think that could happen to you also, it's your instinct. …My doctors told me that recurrence is always a possibility after you get cancer once. The probability that I'll get breast cancer again is 4% and the probability that I'll get some other type of cancer is 10%. …I can't say for sure that I'm safe because you can never know but I thank God that I'm surviving and until now I'm alright. Table 5 Theme 4: Perceived benefits to BRCA genetic counseling Subtheme 4.1 Communication of risk to family …I have heard about genetic counseling because my daughter got really worried when she found out about my cancer, she asked me if there was some way to know if she could get cancer also…I told her no, in the name of God it's not going to happen to you, but she said it would be good to know anyway. …I would want my daughter to know. The ship has sailed for me and there is always a chance it can happen again but my main concern right now is for my daughter. …My daughter is 35 years old and her doctor told her there is a possibility she might get cancer because I have cancer. I am always communicating with my relatives to stay on top of their health. …I think it's good because it helps us communicate with our families and encourage our relatives to keep checking themselves. Subtheme 4.2 Self-care, Individual Empowerment and Informed decision-making …I read all the pamphlets and booklets they give me… I use Google to do research… Nueva Vida sent me lots of information about breast cancer…thank God I have had a lot of information and I have also been attending the workshops because I'm interested in learning…the more you know, the less fearful you are, and the more options you have to work with …I think all research brings benefits because in the moment they tell you, you might get cancer but you can do this so it won't reach an advanced stage, it is a huge plus. If they had told me BLook you're going to get cancer, but if you do this, you won't get it^, I would have gone to genetic counseling! …It's important to increase awareness about the risk you run, because it can save lives. …I believe that the more information you have, the less you're guided by other people's opinions who don't have any idea what they're talking about… it's about being well informed. …I think it's important because you meet with an expert who can tell you yes you should get the test, or not, and it helps you understand why you have to do a genetic test because there are some people who say it's not necessary and there's no point. …Any kind of information is favorable. You absorb things, and you learn a little more about what all this is about because for me this was all new. …It gives you direction, when you know you can take more precautions and you can confront your illness head on. Awell-informed person is a prepared person.
…We want to find a solution, but we don't know what causes cancer or where it comes from. If we know the cancer is hereditary, from there we know we can screen the genes. If the cancer isn't hereditary, no one knows how or why it develops but if we educate ourselves about the genetic test and mammograms, we can prevent it. Mammograms aren't given until you're 40, they should start them sooner…we know that breast cancer has no age, and on top of that it is such an expensive illness. We need to prevent it in the first place. …It's important because your cancer might be hereditary and I read that you can take precautions and reduce your risk by removing your breasts and ovaries. Table 6 Theme 5: Perceived barriers to BRCA genetic counseling Subtheme 5.1 Cost/Lack of Insurance Coverage …100% of us Latinas, the first thing we look at is the cost, because a treatment like this is very expensive. …My biggest difficulty is lack of medical coverage…since I don't work, I don't have money. Women that don't have health insurance face a lot of problems. …Mostly Latinas don't want to go to counseling not because they don't want to know, but because it's very expensive. It's due to the cost, because it can't be less than $4000 or $5000 so sometimes you'd rather stay in doubt than have to pay so much…they also say it's not a sure thing, they can't tell you with 100% certainty that you're going to get cancer. …We are limited from many things we'd like to learn or inform ourselves about because we don't have insurance. To be frank, a person without insurance is nobody, this is the reality and I have lived it because I haven't been able to get a second opinion. I've practically been thrown in the deep end with what they have given me. It's sad, not being able to look into other treatment options and see what else is possible. …Health insurance doesn't cover it and these are very expensive tests, so I think it all comes down to financial issues. This is really what kills us Latinas, our economic situation, our lack of health insurance…they told me the genetic test is $3000, where am I going to get $3000 from? And when you're getting treatment you can't work, so you aren't making money. There exists a real fear of going to the doctor and asking BCan I take this test?^and hearing BYes, but it costs this much and insurance doesn't cover it.^These are the obstacles we Latinas face. …The economic barrier…because despite having insurance, there were many tests they didn't give me because my insurance didn't cover them. I think there some tests that are so indispensable like the genetic test…losing one breast instead of two makes a huge difference. Unfortunately if you don't know how to fight with the insurance company, they don't help you, and these exams are so expensive that who's going to pay for them if they don't have insurance? Nobody. Subtheme 5.2 Language Barrier -Shame, Fear of Misunderstanding …Sometimes a Latina woman goes to the doctor and she doesn't know how to express herself because she can't speak the language. …The ones that don't speak English don't ask for help, so they aren't well-informed. …Language is a problem because there are some people that don't understand English and sometimes to avoid the embarrassment of saying BI don't understand^, they don't go to the doctor. …I think it would have been much easier if someone would have explained it to me in my language. I would have been so much calmer. …I believe it's the language barrier. I have had many difficulties in the past looking for doctors who speak Spanish. …Almost all the information they give us is in English, and although some of us can understand a little, there are medical terms that we don't know. They gave me my results in an envelope and I never opened it, I always kept it in my bag and I never read it because the truth is I don't understand. If they had given it to me in Spanish it would have been better. …more than anything I'm happy with my oncologist and surgeon because they both speak the same language as me. You can get by if you understand a little English but it becomes very difficult when doctors use complicated terminology. …I have had a lot of trouble finding information in Spanish. They give me tests but I wish they would explain what the test is for and why I'm doing it in my language. I think what's really missing is more information in Spanish. …These days there is almost always someone who speaks Spanish and I understand a little English but when they start using specific terminology for the tests they're giving me I really struggle to understand. I have the most problems with my oncologist because there is no one in his office who speaks Spanish and I have to make a real effort to understand what he's saying since there are so many tests and the vocabulary is so difficult to understand. …The doctors have tried to explain it to me the best they can...they gave me a booklet in English but personally I would have liked a translation of that booklet in Spanish…it would have been a lot easier to read. I'm going under on Thursday and I feel I'm going into a surgery that I don't enough about… I would have liked to be more informed in Spanish.
Subtheme 5.3 Lack of Awareness …I think the problem is we are not educated about these tools…I didn't even know genetic counseling existed, but if I had I would certainly have taken advantage of it. …Latina women are not looped into these things, we don't know where to look for help, or how to take advantage of the resources available to us. …The reality is that Latinas are not very well educated in this field. There is a lack of information, we aren't really aware of how to help ourselves. …The main barrier is lack of information, not everyone is clued in to the availability of genetic counseling. If they had told me I could meet with a genetic counselor that might have been one of the first things I did before starting this whole process. …We don't know where to look for help because we aren't informed. Subtheme 5.4 Cultural Beliefs …It's the way some women think, I know one woman who has lumps in her breast, and I ask her why she doesn't do something about it, I try to get her to go the doctor. She says no, I saw my dad and my mom die of cancer, and I'm not going to do anything. She says it with such conviction that I don't think anybody, not even her children could convince her otherwise. So it really comes down to people's personal experiences and how they think about things. …It depends what country you're from, if you're not a very educated person, for example there are lots of people that come from rural areas, they say no, what am I going to waste my time for, I'm already sick, I'm going to take my herbs. …Some Latinos prefer to live in ignorance, they don't want to know, they don't want to take preventive measures, they say BIf I get it, I get it, but I don't want to know if I'm going to get it^or they don't want to prepare themselves. …There are some people who, when offered a free mammogram they say BI prefer to die like this, I don't want to know, I don't want to do anything..
When you tell a Latino you have cancer, they say Bshe's going to die tomorrow^, or Bby next year she's gone^. I have come to realize that for people who aren't educated, cancer is like leprosy, it's like leprosy. You tell someone you have cancer and they look at you with such pity, as though your fate is sealed, some people even cry. They're crying before you're dead. …The first thing you think when you get cancer is that you're going to die, and you want to live, so sometimes you make mistakes that can't be remedied. …We pass the years working, neglecting our health, and we don't realize that there is something growing inside us, and we are fearful of going to the doctor because we don't know what he's going to tell us, if it's good or bad. …Some Latinos are scared, they don't want to know what might happen to them, they don't prepare themselves. communicate risk information primarily to daughters. One woman expressed, BI would want my daughter to know. The ship has sailed for me and there is always a chance it can happen again but my main concern right now is for my daughter.^Most participants also emphasized self-care, individual empowerment and the importance of informed decision-making as significant motivators to undergo genetic counseling (Subtheme 4.2). Another woman vocalized, BIt gives you direction, when you know you can take more precautions and you can confront your illness head on… a wellinformed person is a prepared person.^Several participants also reported one benefit of genetic counseling as being a useful first step before taking preventative measures such as risk-reducing surgeries.
Theme 5: Perceived Barriers to BRCA Genetic Counseling. See Table 6 The two most commonly reported barriers to BRCA genetic counseling were cost/lack of insurance (Subtheme 5.1) and a language barrier (Subtheme 5.2). Financial concern was the most commonly reported barrier overall. Participants identified that genetic counseling and testing were most likely expensive and emphasized that many Latinas lack health insurance due to frequent job changes, unemployment or undocumented status. For example, one woman pointed out, BMostly, Latinas don't want to go to counseling not because they don't want to know, but because it's very expensive.^Many participants expressed confusion over whether health insurance …There are some people who, for religious reasons, don't even go for their annual check-ups. They refuse chemotherapy, radiation or any operation.
They say God is going to cure their cancer and they don't seek help. …There are some Latinos who don't seek medical attention because they are undocumented and they fear being found out. …Unfortunately, the typical Latina woman neglects herself…she dedicates herself more to her work than to her own health. …Generally Latinas overlook their health, it's the last thing on their mind, even though it should be the first. Table 7 Theme 6: Influence of previous interactions with healthcare system …I adore my radiologist, she's the one who explained to me why I got cancer, what the results said, how I was going to move forward, everything… and to avoid any difficulty, she requested a translator, she didn't want to see me without a translator, and the translator gave me books, she explained how cancer develops, where it comes from…she is a magnificent woman. …The only problem I've had is that despite speaking a little English, I have always had to look for an interpreter, or take someone with me who can translate when the doctors are talking, because I don't want to miss out on the important things for lack of understanding. …My oncologist doesn't have a lot of time for me…generally I find that doctors are always rushed, I hope that with this study you can change that.
Sometimes I go for a consult, and if it's more than ten minutes, it's too much. Ten, fifteen minutes and that's all. You have to take a piece of paper specifying everything you feel and not forget anything, but it has to be fast because she's always in a rush, and it's not just me, I know lots of people that deal with her and they tell me the same thing. She is always, always, always hurried. …Doctors have to recognize that without us they wouldn't have a salary, without us they wouldn't be doctors, and without us their family couldn't live because we are their livelihood. And lots of doctors don't understand this, they look at us like a dollar sign, they're always looking to maximize the number of procedures they do, they see us as more opportunities to make money to buy new houses and new cars. …We need to remind doctors that cancer is a serious illness and they can't look at it like a way to get rich. …I was diagnosed in January and they let me know over the phone. All they said was, BWe have your test results, they came back positive, you have cancer, good luck.^It was hard for me to receive this news over the phone and it really shook me up. …In that moment, you don't know what's going on, so you follow all the doctor's instructions… They gave me the treatment and since everything was new, I didn't ask that many questions either. …I learned through a friend that it's my choice if I want to do chemo or not, it's my choice, not the doctor's. The doctor can advise or make recommendations, but at the end of the day it's my choice. I didn't know that, I never knew I had other options. I didn't want to do chemo, but the doctor said I had to for this reason or the other, but he never told me it was my choice! I didn't see it this way before. Now I know, you should stay calm, take your time, think carefully, analyze the situation with your family and ask for options so you can decide what to do and what not to do. It's even worse for Latinas who don't speak English because they want to follow the doctor's instructions through the entire course of their treatment. …When I was diagnosed, I didn't have enough information because I didn't have health insurance. I couldn't count on knowing I have good health coverage like most people who are not only able to hear one medical opinion, but two or three, which is generally what a person diagnosed with cancer should do, get multiple opinions. I didn't have health insurance so I was practically assigned to doctors that told me what to do and I had to listen to them. …I just found out that my doctor doesn't accept government health insurance and I was ready for them to operate in a week so I don't know what I'm going to do. …Unfortunately in my case it has been an ongoing struggle with the insurance company to get them to pay. My insurance didn't want to approve the genetic test and my doctor told me that in my case it was necessary to know which operation was most appropriate for me. The whole process was drawn-out because my insurance refused to cover the test. Finally they approved it and we learned that my cancer is hereditary and that I needed to remove my breast. Insurance makes a huge difference.
would cover the cost of genetic counseling and testing. The second most frequently cited barrier was language. Specifically participants cited shame of not speaking English and fear of misunderstanding their healthcare provider as major barriers to undertaking counseling. One woman noted, BLanguage is a problem because there are some people that don't understand English and sometimes to avoid the embarrassment of saying BI don't understand,^they don't go to the doctor.^Participants also reported a third barrier, which was lack of awareness of genetic counseling as one of the main setbacks of the Latina community as a whole (Subtheme 5.3). No participants were aware that genetic counseling existed, and none knew how they might access a genetic counselor. For example, one woman mentioned, BLatina women are not looped into these things, we don't know where to look for help, or how to take advantage of the resources available to us.T he fourth most cited barrier to genetic counseling was cultural beliefs (Subtheme 5.4). While participants rejected these beliefs themselves, several conveyed that for many Latina women, destino and fatalismo (the notion that fate is a cause of breast cancer and that a cancer diagnosis inevitably leads to death) are important deterrents to seeking medical attention at all let alone BRCA genetic counseling. Similarly, participants communicated that for some Latinas, belief in a higher power, cancer being God's will, and fear of a negative health outcome are barriers to genetic counseling. Participants described generational differences in these beliefs, in that older generation Latinas were more likely to equate cancer with certain death and delay their visits to the doctor to avoid confronting their health problems than younger generation Latinas. The two least reported barriers to counseling were immigration status and competing demands. Several participants spoke about fear of exposing legal status as a potential barrier faced by Latinas to seeking genetic counseling. A few participants also discussed competing demands including taking care of their family as barriers that would keep them from having time to undergo genetic counseling. Despite most of the women's proactive attitudes in maintaining their health (Theme 1), a couple of participants commented that Latina women often put their health as a lower priority than their job or their family members' health. For example, one woman noted, BUnfortunately, the typical Latina woman neglects herself…she dedicates herself more to her work than to her own health.T heme 6: Influence of Previous Interactions with the Healthcare System. See Table 7 When asked about their previous interactions with the healthcare system and how it might influence their decision to seek BRCA genetic counseling, most participants described having poor communication with their physician, either due to language barriers or problems understanding medical terminology. Some participants mentioned using interpreters and appeared to more highly value the healthcare providers who either spoke their language or provided them with an interpreter during their visit. For example, one woman mentioned, BMore than anything I'm happy with my oncologist and surgeon because they both speak the same language as me. You can get by if you understand a little English but it becomes very difficult when doctors use complicated terminology.Ŝ everal participants reported feeling a general sense of mistrust of the medical system, such as doctors spending too little time with them, the perception of doctors performing extraneous procedures to make money and displaying an overall lack of empathy. The majority of participants also reported difficulties with lack of insurance/insurance coverage in their previous interactions with the healthcare system. Specifically, participants who lacked insurance were frustrated with their inability to seek second opinions regarding treatment options from doctors other than their primary care providers to whom they felt bound. As a result, many expressed a general feeling of helplessness. For example, one woman noted, BWhen I was diagnosed, I didn't have enough information because I didn't have health insurance. I couldn't count on knowing I have good health coverage like most people who are not only able to hear one medical opinion, but two or three, which is generally what a person diagnosed with cancer should do, get multiple opinions. I didn't have health insurance so I was practically assigned to doctors that told me what to do and I had to listen to them.^Finally, several participants also reported a belief that their doctor was the sole authority on their health decisions until they were diagnosed with cancer, at which point they felt they could no longer rely on only one source and felt compelled to seek out multiple medical opinions to inform their decisions. doctors, but we need more of them. …Nueva Vida offers free mammograms, they try to disseminate information to the whole population, but especially to Latinas and I think this is really helpful. …It would be good if Nueva Vida could be an intermediate to make it easier for us to have access to counseling and testing that insurance doesn't cover. …Please look for ways to make it possible for people without insurance and resources to access information, medical information, because we are humans also and for economic reasons we don't have the insurance we need, so a little more free services, that's the most important for me. ...Nueva Vida organizes gatherings where they bring in all kinds of cancer specialists so we have lots of information. …I go to all the reunions at Nueva Vida...I like to see the other women, it reminds me that I'm not alone.
Theme 7: Suggestions to Increase use of BRCA Genetic Counseling. See Table 8 All participants were enthusiastic about making genetic counseling more widely available to the Latina population. When asked to provide suggestions for how to increase the use of this service, many participants cited the collaboration of community organizations to offer free services and continue to educate the community through workshops, focus groups and Bcharlas^or educational sessions about health. Most participants expressed interest in access to free genetic counseling even if they could not afford genetic testing.
Discussion
Results from this qualitative study contribute to the growing literature by examining interest and beliefs about genetic counseling for HBOC among a diverse group of at-risk Latinas. We identified facilitators and barriers to the use of BRCA genetic counseling among Latinas, none of whom reported that they had previously undergone this service, despite the fact that about 35% of the sample had undergone BRCA testing. These factors are important to consider given that there are significant disparities in the use of genetic services among this underserved group (Dean et al. 2015; Gammon et al. 2011; Levy et al. 2011; Lynce et al. 2016; Pagán et al. 2009 ). Consistent with prior research, we found that the majority of participants demonstrated very low levels of awareness and knowledge about the benefits of genetic counseling, BRCA mutations, and increased risk associated with HBOC (Gammon et al. 2011; Kinney et al. 2010; Lynce et al. 2016; Mai et al. 2014; Sussner et al. 2010 Sussner et al. , 2013 Sussner et al. , 2015 Vadaparampil et al. 2010a, b) . This is especially striking given that 35% of participants in the present study had undergone BRCA testing. Many women attributed their low levels of awareness to lack of physician recommendation or referral; however, participants also noted that the Latina community as a whole is generally uninformed about the health services available to them. Notably, no participants had been referred for genetic counseling by their physicians. Several studies have documented a significant lack of knowledge related to cancer genetics and testing among physicians of different specialties, leading to less frequent recommendations for genetic services (Doksum et al. 2003; Escher and Sappino 2000; Wideroff et al. 2005) . Research conducted with diverse Latinas suggests that provider recommendation is an important first step toward uptake of genetic counseling, and additional follow up and discussion with a patient navigator beyond a one-time referral may be necessary (Vadaparampil et al. 2010a, b) .
A considerable percentage of women (35%) women had received genetic testing through a study with another institution in the DC metro area; women who had been tested did not demonstrate any additional awareness of genetic counseling. It is possible that participants who received testing did not perceive pre-test discussions as genetic counseling. It is worthwhile to note that the 35% rate of testing in the present sample is a much higher percentage than in the at-risk Latino population overall (Levy et al. 2011; Mai et al. 2014 ) and likely due to participants' involvement in a prior research study conducted as a collaboration between a local community-based organization and a local university.
Despite low levels of awareness about BRCA genetic counseling for breast cancer risk, participants held positive attitudes and beliefs about the benefits of genetic counseling and expressed enthusiasm in learning more about counseling based on the study-developed brief video. The main perceived benefits of BRCA genetic counseling cited by participants were related to the family, including helping to initiate discussions about cancer risk with other family members and learning family members' cancer risk, particularly daughters. These findings correspond with previous literature highlighting the strong value placed on the family in daily life (familismo) among Latinos (Penchaszadeh 2001; Sussner et al. 2010 Sussner et al. , 2013 Sussner et al. , 2015 Vadaparampil et al. 2010a, b) . Learning information about family members' risk is a common motivator for genetic counseling among non-Hispanic Whites as well (Anderson et al. 2012; Brain et al. 2000) . Despite the largely positive attitudes held by participants about seeking BRCA genetic counseling, women reported many uncertainties related to counseling including where to go to receive such services, the cost of counseling, and questions of health insurance coverage. These uncertainties constituted the main perceived barriers to BRCA genetic counseling mentioned by participants. In line with recent research with at-risk Latinas, participants also reported financial concerns including lack of insurance, language barriers, and experiencing past negative encounters with the medical system as barriers to seeking genetic counseling for breast cancer (Sussner et al. 2013 (Sussner et al. , 2015 . Distinct from prior research, women in the present study did not cite emotional barriers such as worry or fear associated with going to the doctor or obtaining a positive test result as obstacles to seeking genetic counseling (Gammon et al. 2011; Sussner et al. 2013 Sussner et al. , 2015 Vadaparampil et al. 2010a, b) .
Practice Implications
One specific barrier, financial concerns, could be addressed by raising awareness among Latinas about access to health care through the Affordable Care Act (although the future of the ACA is uncertain). Guidelines in the Affordable Care Act require health insurance providers to make genetic counseling for HBOC available to unaffected, high-risk women (as determined by clinical expertise) as a preventative service with no cost-sharing (ACA Implementation FAQS). No participants were aware of this law, including the 70% who were insured. Indeed, financial concerns were the most commonly reported barrier to use of BRCA genetic counseling overall. While nearly all participants were unaware of the approximate cost of counseling, many identified that genetic counseling and testing were expensive, and expressed doubt about being able to afford these services. Interestingly, although the majority of women were covered by private or public health insurance, almost all stated lack of health insurance as an important barrier to accessing medical services in the Latina community as a whole. Given the heterogeneity of the Latina population, financial barriers due to lack of insurance may be more of a barrier to accessing BRCA genetic counseling for certain subethnicities compared to others. Future research could evaluate insurance status by subethnicity among Latinas to determine the degree of financial difficulties faced by each subgroup. Furthermore, these findings indicate a need to increase awareness about policies that improve access to BRCA genetic services.
Another frequently cited barrier was challenges with language. Specifically, participants cited inability to understand complex medical terminology, difficulties expressing themselves fully in English, as well as shame and fear of misunderstanding their healthcare provider as major barriers to undertaking counseling. Several participants mentioned using on-site interpreters, while some older participants mentioned having their children accompany them and serve as interpreters. Women who were offered an interpreter appeared to highly value their health care provider. This finding indicates a need for more bilingual healthcare providers and on-site interpreters as well as bilingual printed and online materials in efforts to improve patient-physician communication and increase referral for BRCA genetic counseling.
In contrast to findings in recent studies (Sussner et al. 2013 (Sussner et al. , 2015 , competing life concerns did not appear to be relevant to beliefs about BRCA genetic counseling among many at-risk Latinas in our sample, despite being frequently stated in the literature as one of the strongest perceived barriers to undergoing genetic counseling. This difference could be attributed to the small sample size of the present study, participant's motivation to partake in research, in addition to the diverse countries of origin represented by participants. Distinct from the few similar studies conducted in New York City with atrisk Latinas of predominantly Puerto Rican or Dominican origin, women in the present study were from Peru, Bolivia and Guatemala, among other Central and South American countries. Competing life demands may represent a more serious barrier to use of genetic counseling among certain subethnicities compared to others. This finding highlights the need to recognize the heterogeneity of the Latino population in efforts to raise awareness about genetic services in diverse groups of Latinas, and target research toward eliciting differences in barriers to genetic counseling faced by distinct subethnicities of Latinas.
Cultural concerns such as fatalismo and destino or other spiritual/religious beliefs have been debated in the literature as influences among Latinas to their views about cancer and intentions to seek medical attention (Kinney et al. 2010; Sussner et al. 2013 Sussner et al. , 2015 . Fatalismo and destino refer to the general belief that the course of fate cannot be changed and that life events are beyond one's control. Fatalismo is usually characterized as a set of pessimistic beliefs regarding illness and health-seeking behaviors, such as screening practices and regular visits to the doctor (Powe and Finnie 2003) . Among Latinos, particular emphasis has been placed on cancer fatalism: the belief that cancer is unavoidable regardless of personal actions or that death is inevitable when cancer appears (Pérez-Stable et al. 1992) . In the present study, these cultural concerns did not appear relevant to participants' beliefs about BRCA genetic counseling, regardless of age. In fact, any mention of cultural concerns was brought up on behalf of the Latina community as a whole, and not once expressed as a personal concern. Given the tools to access genetic testing and counseling, Latina women may demonstrate increasing responsiveness and uptake of these services.
Contrary to the hypothesis, the present results do not support any differences in awareness of or attitudes towards BRCA genetic counseling based on age or generation. Older women perceived themselves as being equally as interested as younger women in education about HBOC, ways to prevent cancer, and willingness to seek out BRCA genetic counseling. In contrast to research led by Sussner et al., the findings of the present study provide reason to speculate whether older generations of Latinas may not hold the traditional beliefs of fatalismo and destino as strongly as initially predicted, perhaps as a result of higher levels of acculturation (the majority of women reported having lived in the US for 11-20 years). These results suggest that Latinas may increasingly acknowledge and prioritize their own health above the needs of others, and provided with appropriate educational materials, Latinas may exhibit increasing willingness to learn about and ultimately seek out genetic services regardless of age.
A study led by Ricker et al. introduced cost-free risk assessment services into an economically disadvantaged, Latina population primarily of Mexican-American origin. Results demonstrated that, despite initial limited awareness of cancer screening programs, concern for cancer risk and interest in genetic services was high among participants, and 88% of referred women kept their appointments for genetic counseling (Ricker et al. 2006) . This research supports the findings of the present study in that Latinas do consider cancer risk a high priority and will take advantage of genetic counseling and testing if provided access.
Study Strengths and Limitations
An important strength of this study is the focus on an understudied at-risk group of Latina breast cancer survivors. All participants were recruited based on a personal or family history that could be suggestive of an underlying BRCA mutation, making them suitable candidates for referral for genetic counseling to learn about hereditary risk, risk-management, and BRCA testing. Furthermore, this study was conducted among Latinas in DC representing diverse countries of origin, predominantly Peru, Bolivia, Guatemala and El Salvador. The subpopulations of Latinas represented within the present study are reflective of the various subpopulations of Latinas living in the Washington metropolitan area (US Census Bureau 2010). The multiethnic composition of the 20 respondents strengthens the applicability of findings to women from several Latino population groups living in the urban Northeast.
This study was conducted entirely in Spanish as this was the participants' primary language. Participants were shown an educational video prior to the interview to ensure all women had the same background information to respond to interview questions. Another study strength was the qualitative approach: instead of providing participants with a list of commonly perceived benefits/barriers to BRCA genetic counseling and requesting their level of agreement, we were able to gather a broad range of responses by asking open-ended questions using prompts where needed. Two independent coders (both fluent in Spanish) collaborated to extract key themes from the interview transcripts.
Despite these strengths, the present study also had some limitations. First, although our sample of 20 is appropriate for a qualitative design (Crouch and McKenzie 2006) , this small size limits the overall generalizability of the results to groups of Latinas from other regions or non-metropolitan areas of the US. Importantly, depth of information is a goal of qualitative researchers, rather than generalizability of the sample size. This study makes a meaningful contribution to the literature given that Latinas are grossly underrepresented in genetic counseling and there is relatively little information regarding beliefs about BRCA genetic counseling among atrisk Latinas who have not previously undergone genetic counseling.
Second, we recognize that women with the highest risk for BRCA mutations represent the population most in need of BRCA genetic counseling. However, because we were limited in our ability to recruit women at the highest level of risk for BRCA mutations, we expanded our inclusion criteria to include women with less extensive histories. Thus, we refer to the participants as at-risk, rather than high-risk. Moreover, because our sample only included breast cancer survivors, we were not able to elicit knowledge and perspectives surrounding BRCA genetic counseling from at-risk Latinas unaffected by breast cancer. It is possible that we may have found a difference in knowledge and attitudes related to BRCA genetic counseling based on age had we included unaffected women. Third, given participants had very little knowledge about genetic counseling and testing for HBOC prior to watching the investigator-developed video, their perceptions about these services may have been influenced by the video content. Furthermore, this study may be subject to recall bias given that BRCA testing information (whether participants had undergone genetic testing and their test results) was obtained by self-report. Finally, there could be potential bias as women were already part of the health care system and recruited through a community-based organization that provides navigation and support; the majority reported regular use of a healthcare provider and being insured. Furthermore, the women who agreed to participate in this study reported involvement in prior research studies. The low importance placed on competing life demands as a barrier to genetic counseling may therefore be attributed to participant's motivation and willingness to devote time to research. Participants may have also been more concerned in general about the prevention of cancer and healthy lifestyles.
Research Recommendations
The Latino population is comprised of different subethnicities, and each may face diverse health needs and barriers to accessing health care. The perception of Latinos as a homogeneous population lacking group diversity may hinder efforts aimed at providing culturally appropriate care and health education to Latinos. Developing health education materials for Latinos as a heterogeneous group will be an essential first step to eliminating disparities in the availability and use of health care services in this population. A recent study examining the preferences for health education information concerning HBOC among at-risk Latina women found that preferences varied by subethnicity, specifically Mexican, Puerto Rican and Cuban (Quinn et al. 2011) . To date, only one study has evaluated barriers and facilitators to the use of BRCA genetic counseling exclusively among Latinas at-risk for HBOC of Puerto Rican descent (Scherr et al. 2014 ). It will be useful to translate these research efforts to discover the unique factors that may impact use of genetic services among a broader group of Latinas based on country of origin.
The most commonly cited perceived benefit of BRCA genetic counseling among participants was helping family members learn their risk. Given the importance of family wellbeing in the Latino community, educational materials should address improving health and understanding cancer risk in terms of the family as a unit instead of individual risk alone.
Conclusion
Recent data suggesting high prevalence of BRCA mutations and increased breast cancer risk in Latina women (John et al. 2007; Weitzel et al. 2013) highlight the need to increase awareness and access to genetic services in this community. This qualitative study complements previous literature by identifying the factors that serve as barriers and motivators for at-risk Latinas in obtaining BRCA genetic counseling. Understanding this population's beliefs about BRCA genetic counseling as described in this study will help the development of culturally appropriate educational approaches and interventions to increase the use of this service within this underrepresented community. Recent research has validated the efficacy of the 6-Point Scale, a screening tool to identify lowincome women for referral to genetic counseling, requiring minimal time investment by primary care physicians and their staff. (Stewart et al. 2016) .
